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CHAPTER I 
INTRODUCTION 
Four years ago the writer was introduced to cystic 
fibrosis. The introduction came through parents who had a 
three-month-old daughter suffering from a physical condition 
which the pediatrician had called cystic fibrosis of the pan-
creas. The pediatrician had told the parents that their 
daughter was afflicted with a fatal disease and that she would 
probably not live beyond adolescence since there was no known 
cure for this disease. 
Their daughter had failed to do well since birth. She 
had vomited large amounts of mucus after her feedings and had 
periods of cyanosis. This condition caused her parents a 
1 great amount of anxiety. At three months of age she developed 
pneumonia and was hospitalized. While she was hospitalized, 
diagnostic studies were done. 
At this time the writer made a personal visit to the 
home. Being both a friend and a nurse, the writer was ques-
tioned about cystic fibrosis by the parents. Their first 
questions were: nDid you ever hear of cystic fibrosis?" and 
''Have you ever seen a child with cystic fibrosis?" 
The writer felt very uncomfortable and inadequate in 
this situation. These parents were telling her things which 
she had never heard before. She thought, 11If it is true that 
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one baby out of every 600 live births has cystic fibrosis, why 
had I not heard more about it in my nursing education? Why 
hadn't someone told me how these parents must feel?" 
As the writer listened, it seemed that these parents 
wanted to express their concerns and anxieties, and in return 
wanted to receive understanding and assurance about their 
daughter's condition. It also seemed that they were asking 
if it was something that they had done which caused their child 
to have cystic fibrosis. What could the writer say? She 
didn't say very much, but came away from that experience 
determined to learn more about cystic fibrosis and methods to 
help the parents of these children. 
To the writer's surprise, she discovered that the 
doctors as well as the medical textbooks had very little in-
formation on cystic fibrosis. After making this discovery, 
the writer returned to treparents for more information. The 
parents introduced her to the local chapter meetings of the 
National Cystic Fibrosis Research Foundation. The chapter 
was composed of parents of children with cystic fibrosis. 
They gave the writer pamphlets and additional information 
such as personal experiences about their children with cystic 
fibrosis. 
One of the fathers said to the writer, "Why don't you 
do some research in cystic fibrosis? 11 It seemed that in this 
statement the father was expressing some of his anxious con-
cern for his daughter who had cystic fibrosis. His statement 
=== -- -=- ,... --- = =--=-- - =====- --
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has been a major determining factor in the selection of this 
problem for study. 
Statement of Problem 
A study of the problems encountered by parents whose 
children have cystic fibrosis. 
Justification of Problem 
If the statement that a child's contentment and 
emotional health are a reflection of the parents' emotional 
healthl is true, nurses need to evaluate the problems of 
parents with physically limited children. Parents are first 
of all human beings, each with his or her own unique back-
ground and status of mental health. The birth of a child 
with a physical limitation does not automatically prepare the 
parents to accept the child, since father or mother or both 
may have feelings of guilt, resentment or actual rejection. 
To accept the child with a physical limitation, parents must 
be able to say that they do not like their child's limitation, 
but they must live with it and do their best for the child. 
With this much ability to accept their circumstances, parents 
can help their children to develop appropriate attitudes 
toward their limitations. 
1
stern, Edith M., The Handicapped Child, p. 13. 
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On the basis of past experience, the writer is of the 
opinion that parents need a place to unburden their feelings, 
which are probably more acceptable if they are called problems,, 
and in return find support and understanding from an empathetic 
listener. The writer is also of the opinion that knowledge 
and appreciation of the anxiety which these parents are ex-
periencing does have implications for the professional nurse 
whether she works in the hospital, doctor's office, clinic or 
in the home. 
Scope and Limitations 
This study was conducted in X County in the State of 
Pennsylvania. Ten families were selected for this study from 
the address list of the X County's Cystic Fibrosis Chapter. 
All of these families had the experience of having one or more 
members afflicted with cystic fibrosis. Three of the families 
selected had no living children with cystic fibrosis at the 
time of the study. 
The ten families lived within a thirty-mile radius. 
Four of the ten families had previously met the writer at a 
Cystic Fibrosis Chapter meeting. 
The study was done to determine what problems were en-
countered by the parents whose children had cystic fibrosis. 
The writer endeavored to ascertain the parents' problems by 
visiting them in their homes and listening to their problems. 
The study was also done to determine whether or not 
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parents would talk to a nurse about their fibrocystic children 1 
and what kind of help they felt they needed. 
Data were collected over a ten-month period. 
The limitations of the study may be defined as: 
1. The number of families interviewed might be a 
limiting factor in identifying the definable 
problems. 
2. The length of the two guided interviews with each 
family could be a limitation. 
3. All of the ten families lived within the same 
geographical area which could be considered a 
limitation. 
Definition o f Terms 
Cystic fibrosis - "A generalized disorder of unknown 
etiology affecting the exocrine g lands. The 
main s ymptoms are due t o pulmonary involvement 
and pancreatic insufficiency. The disease is 
congenital and hereditary, and is thought to be 
i~~erited as a genetic recessive. It had been 
estimated to appear in about one out of every 
600 live bir t h.s, and since the diagnosis is not 
made frequently enough the incidence may be much 
hig her." 
"Cystic fibrosis, known under many other 1 
names _ including mucoviscidosis, fibrocystic lj 
disease, and pancreatic fibrosis, was considered 
almost uniformly fatal at an early age before the 
advent of antibiotics." 
nThere ts no cure for this disease at present, 
but early and intensive treatment may restore very l 
sick infants to nearly normal children and allow I 
many patients to live a relatively normal life for 
years. The prognosis of the disease depends al-
i 
................ ----------------------~----~ 
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most entirely upon the severity and rate of 
progression of the pulmonary lesion. tt2 
Preview of Methodology 
Data were collected from various sources in the follow 
ing ways: 
1. Review of the available literature. 
2. Observation and two guided interviews conducted in 
-the homes of the ten selected families who had 
children with cystic fibrosis. 
3. Confirmation of the parents by letter concerning 
the writer's understanding of their problems which 
were discussed in the guided interviews. 
The literature was reviewed with the following ob-
jectives: to discover the philosophy which prevails about 
cystic fibrosis, and to disclose the support and understanding 
I 
needed by the parents. 
By guided interviews during the two visits to the 
homes of the parents, opportunity was provided to ascertain 
the problems which the parents were encountering. 
Sequence of Presentation 
Chapter II includes a review of the literature perti- I 
l 
nent to the study, bases for the hypothesis and the hypothesis • 
. I
2National Cystic Fibrosis Research Foundation, Cystic 
Fibrosis of the Pancreas (Prepared for Physicians). 
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Chapter III presents the methodology of the study 
describing from whom data were obtained and explaining the 
tools used in collecting and recording the data. 
Chapter IV contains a presentation and an analysis 
of the data. 
Chapter V presents the summary, the conclusions drawn 1 
from the study and the recommendations. 
CHAPTER II 
THEORETICAL FRAJV!EWORK OF THE STUDY 
Review of Literature 
Cystic fibrosisl was first described as a disease 
entity more than twenty years ago. Since that time numerous 
articles have been written in medical, nursing and other 
allied professional journals. The writer found after review-
ing the literature on cystic fibrosis2 that these articles 
were mainly concerned with the pathology, treatment, manage-
ment and prognosis of cystic fibrosis. The articles were 
concerned, however, with the role of the doctor, the nurse, 
the physical therapist, and speech therapist, the social 
worker and oth3rs in the care of the victim of cystic fibrosis 
1 
and his parents. It was evident that the medical, nursing and 
other allied professions were attempting to help these chil-
dren and their parents, but in reviewing the articles the 
writer discovered that no one had studied how these parents 
felt about this disease and the problems they experienced. 
An article by Gladys Bonine3 explained the nursing 
1schwachman, Harry, Cysti~ Fibrosis, p. 3. 
2National Cystic Fibrosis Research Foundation, Bibliography 
on Cystic Fibrosis. 
3Bonine, Gladys, nMusoviscidosis: II Nursing Care,n American 
Journal of Nursing , 56:868, 1956. 
- - ="'---"= 
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care aspects of children with cystic fibrosis. The article 
pointed out the anxiety which parents experience when their 
child is hospitalized or when the child's prognosis is poor. 
She stated that the hospital and public health nurses must be 
II 
able to accept the parents' behavior in time of stress and give 
them emotional support, as the nurses have given tbe child 
physical and emotional comfort during the trying days of his 
illness. 
Two articles were published in nursing journals in 
1959 on the management of cystic fibrosis. 
The first one published was by Vivaan Tappan.4 She 
stated that the role of the parents in the total medical 
management of the child with cystic fibrosis is very important I 
because the parents live with the child. She said: 
"It :is believed that the wiser, the more under-
standing , and the more selfless the concealed 
day-by-day care given to these children by their 
parents, the more normal will be their childhood 
over longer periods, and tre slower and less marked 
the differences which distinguish them increasingly 
from their so called normal comrades."5 
The article mentioned that education of parents about 
the problems they were to experience with their fibrocystic 
child was very important. However, there was no discussion 
or elucidation of these problems in the article. 
4 Tappan, Vivian, M.D., "Management of Children with Cystic 
Fibrosis," Nursing World, May, 1959, pp. 18-20. 
5rbid. p. 19. 
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In the second article LaVerne Fakkema6 wrote about the 1 
role of tre nurse in a pediatric chest clinic which children 
with cystic fibrosis regularly visited. She felt that the 
nurse who understood cystic fibrosis and its manifestations 
could be of service to the parents by teaching them about 
cystic fibrosis and the methods of giving treatments during 
their visits to the clinic with their children in an effort 
to make their children's lives more comfortable and happy. 
She also pointed out that the visiting nurse can learn from 
the parents about the best practical methods of treatment for 
their child. 
In conclusion Miss Fakkema said, 
"When she (the nurse) accepts death as a natural 
phenomenon and seeks to help the child die with 
dignity and grace--just as she helps to bring 
children into the world successfully at birth--
or, when she tries to help the child live con-
structively with chronic illness the nurse can 
be extremely helpful to the one with cystic 
fibrosis and to his parents.n7 
Basis of Hypothesis 
From the available literature the writer has been 
unable to locate any record of a study on how parents feel 
about cystic fibrosis and what they feel their problems are. 
6Fakkema, LaVerne, "How to Help the Child with Cystic 
Fibrosis," American Journal of Nursing, 59:1269-1271, 
1959. 
7 Fakkema, LaVerne, ~cit., p. 1271. 
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In other words, no one has looked at cystic fibrosis from the 
parents' point of view. From past experiences the writer felt 
that parents of fibrocystic children had problems and possessed 
some negative feelin gs. 
It has been said that an exceptional child touches 
everyone's heart--a parent's with pain. The exceptional child 
in this paper is defined as one who differs physically, men-
tally, emotionally or socially in comparison with average 
children. a 
Regardless of the disability or limitation of the 
child, parents experience the anguish that their exceptional 
child who loses out in some things, loses out on all. Adding 
to this burden, nearly all parents of exceptional children put 
themselves through the torture of self-questioning. 
When an exceptional child is born, parents naturally 
tend to think about heredi~. These thoughts are in their 
minds: "Maybe we should not have had children." "What was 
in our families to cause this?" "Are we from poor stock?" 
Edi th M. Stern said, 
"As for heredity, each of us has thousands of fore-
bears contributing to what we inherit; and if we 
were able to find out all about all of them (which 
luck ily is impossible%) few of us would dare to 
have any children. Moreover, thoug h h e redity used 
to be a catch all e xplanation for all kinds of 
handicaps, diseases, sins and even poverty: today 
8carlisle, Verna S ., ttThe Pre - Sch ool Exce p tiona l Child , n The 
Cr i pple d Chi l d, Augu s t, 1950, p. 950. 
'I 
r 
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with advances in medicine, psychology, and 
sociology less abnormality and misfortune are 
laid at its door."9 
Cystic fibrosis is believed to be familial caused by a 
recessive gene both from the mother and father. The parents 
of a fibrocystic child are forced to face the question--"Are 
we from poor stock?" 
The guilt and pain which these parents feel could 
cause them to reject the diagnosis. Consequently they take 
their child from one doctor to another, and finally to char-
latans, delaying the establishment of the proper treatment. 
Few parents know how to handle the intense feeling 
of disappointment, guilt and resentment they have about pro-
ducing an exceptional child. "Learning to live with their 
(exceptional) child and with their feeling about him, imposes 
upon parents the necessity for tremendous spiritual growth and 
in te lle c tua l understanding." 10 
These exceptional children have tbe same basic needs 
of all children. All children need a sense of belonging and 
security and a sense of achievement and success. These needs 
can be fulfilled by living in a home of harmony, respect and 
love where the exceptional child feels a part of the family, 
sharing in the responsibilities according to his age and 
9 Stern, Edith M., The Handicapped Child, p. 8. 
10Reid, Eleanor s., "Helping Parents of Handicapped Children," 
Children, January-February, 1958, p. 15. 
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ab i lity. The exceptional child needs good physical care, en-
couragement of independence and friends his age. 
The Midcentury White House Conference stressed the 
importance of a healthy personality for every child. 
"In physical disabilities ani chronic illnesses 
there are many ways which are alike in their 
haz ards for personality growth. Here are the 
two most important which often are interrelated: 
"First, there is the fact that disabling conditions 
and chronic illnesses in children may have marked 
effects upon the parents' feelings about the chil-
dren and their behavior toward them. Some parents 
will be over-solicitous, adding to the children's 
difficulties by their babying. Others will try to 
force the child beyond his capacities and so add 
to his feelings of inferiority. Some will feel so 
personally inferior at having a physically disabled 
child that they will push him aside or treat him 
coldly. 
"Second, disabling conditions and chronic illnesses 
are likely to affect the child's feeling about him-
self, consciously or unconsciously, he may feel that 
he is to blame for the condition, that it is a 
punishment for bad deeds, that it is a sign that his 
parents do not love him or that it constitutes a 
claim upon them because it was they who were at 
fault. More realistically, the disabling condition 
may contribute to all the negative aspects of per-
sonality development, to mistrust, self-doubt, 
feelings of inferiority, and the rest. "11 
The exceptional child as much as any other child wants to 
feel safe in his home with his parents' affection and to feel 
the sense of achievement in the ways that are possible for 
11Health Publications Institute Inc., A Healthy Personality 
for Every Child, pp. 36-37. 
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him. 11 The more you can manag e to focus on developing his 
personality as a whole and the less on his physical limita-
tions, the better will be his chances of becoming a well-
adjusted, well-rounded human being , happy and productive 
despite his limitations.nl2 
According to Stern,l3 the child takes his cues from 
his parents as to what his attitude should be about his un-
usual characteristics. The child reflects the feeling s of 
the parents. If the parents feel this to be an unjust fate, 
so will the child. If the parents feel this is an over-
whelming calamity, so will the child. If the parents make 
1 the unusual characteristics the focal point of the child's 
and t h eir liv es , t h e child will be demanding of their sympa thy . 
If t he parents measure the c h ild 's a ccomplishmen ts w ith other 
children, t hey increase his ang uish and place more strain 
upon him. The fibrocystic child 's feelings about his condi-
tion mirrors t he feeling of his parents about cystic fibrosis. 
Parents should consult with a pediatrician about t heir 
child's con dition. Normally parents fear news because they 
are afraid of b a d news, but it is eas ier to know definitely 
than to liv e in anxious uncertainty. The pediatrician wi l l 
define t h e limi t ations a nd g ive a s surance to the que s tion of 
12
stern, Edith M., Th e Handicappe d Child, p. 19. 
13 . Ibld ., p. 12. 
-~-========== 
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whether or not something could have been done to have pre-
vented this. The very act of putting these feelings into 
' words reduces the strain. 
,I 
Since there is an ever present danger of illness in 
fibrocystic children, parents live in a state of fear and 
anxiety. Worried parents are almost afraid to allow their 
child out of sight for a minute. Furthermore, these parents 
cannot talk themselves out of these concerns because they are 
1 all too real in light of what the child has already experienced 
or of what the doctor has discussed and warned them about. 11 
Besides the constant danger of a serious illness, I 
these parents are faced with another discouraging situation--
fibrocystic children are slower in physical growth and 
development. 
Considering the profound influence parents have on 
their child's total developlll3nt, it seemed to the writer that 
if anyone is to help these parents, they must first understand 
the situation as the parents see it. It was the opinion of 
the writer that parents of fibrocystic children were enter-
taining many feelings about cystic fibrosis and the problems 
accompanying it. It also seemed to the writer .that several 
parents whom she knew who had children with cystic fibrosis 
wanted someone to listen to them and attempt to understand 
their problems. 
CHAPTER III 
METHODOLOGY 
This study was undertaken with families who were 
members of a Pennsylvania chapter of the National Cystic 
Fibrosis Research Foundation. 
At the time of the study this particular chapter was 
in the process of dissolving. The reasons of the dissolution 
are not within the limits of the study, but some reasons do . 
come out during the study through the comments of the parents. 
Chapters are formed and organized by interested groups I 
of people. A group of six or more people may apply to the 
Foundation's headquarters to become a chapter. The Board of 
Truste es reviews the application and votes whether to admit 
the group as a chapter. The chapters are self-governing, but 
they must abide by the by-laws and policies of the National 
Foundation and the laws of the state in which they reside. 
They are encouraged to operate with a spirit of cooperation 
and uniformity with the National Foundation.l 
Basically, the purposes of the National Foundation 
and the local chapters are the same. The National Founda-
tion's main purpose is to support the best workers in the 
most promising research. nrn order to insure the most pro-
1National Cystic Fibrosis Research Foundation, Its Aims and 
Activities. --- ---- ---
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ductive use of t h e money raised, all applications for research 
grants are studied by the Scientific Advisory Board. This 
board is made up of eminent medical authorities who advise on 
the priority of applications. The grants are allocated on t he 
advice of this b oard with out reference to the origin of 
Foundation funds, the location of the worker, or any factor 
other than the intrinsic value of the proposed research 
problems. Thus the money raised is spent in the most fruit-
ful manner, without waste of any kind. 112 Professional and 
lay education is another important activity of the Foundation. 
The purpose of the local chapters is namely, to raise 
money for research and to educate their own community regard-
ing the disease.3 
The writer became interested in cystic fib~osis through 
personal contacts with a child who had cystic fibrosis, by 
sharing concerns and interests with this family and by attend- 1 
ing a meeting of tre chapter with them. It was at this meet-
ing that the father suggested to the writer that she should do 
some research in cystic fibrosis . 
After . consulting with the vice president and the 
treasurer of the chapter, a mailing list of the families in 
X County's chapter was given to the writer. All the members 
2National Cystic Fibrosis Research Foundation, Its Aims and 
Activities. 
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but one in this chapter were parents of children with cystic 
fibrosis. The names of ten families who had one or more chil-
dren with cystic fibrosis were selected from the mailing list. 
These families were selected because they were living within a 
thirty mile radius o:f' the writer's home. 
The first contact was made by telephone. An appoint-
ment was made for the writer to visit each home. The writer 
identified herself by name and stated that she was interested 
in cystic fibrosis. The families were told that during the 
visit to their homes, the writer would explain the study she 
was planning to do. 
As stated the purpose of the first guided interview 
was to explain the purpose and plan of the study. The next 
step was to secure the parents' cooperation for a visit with 
an interview schedule in three months. Not of least impor-
tance during this visit was the opportunity for the family to 
become familiar with the writer and for the writer to become 
familiar with the family. The appointments were arranged to 
be two or more hours apart. 
Following the interview the interaction and informa-
tion were recorded at tbe first convenient place away from the 
home. Immediate recall was used for recording the data. This 
method was chosen because the writer felt that the parents 
would feel more free to express their feelings if they were 
not reminded that this information was being recorded in their 
presence. 
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Six weeks following the first interview, each family 
received a letter reminding them of the second visit and con-
cerning a possible date for the appointment. In this letter 
several questions were included for the parents to consider 
until the second visit. They were: 
1. In your experience with cystic fibrosis what do 
you remember about the nurses in the hospital, 
clinic or doc tor's office? 
2. In what way did you find the nurses of service 
to you? 
3. How could they have been more helpful to you and 
your child? 
Due to the geographical separation of the writer and 
the parents, the visits were arranged around the writer's 
vacation periods. The second guided interviews were conducted 
three months following the first interviews. An interview 
schedule was to be used to record the inforn~tion. The ap-
pointments were made so that the family would have an after-
noon or an evening for the interview. This would g ive them 
as much time as they needed to express their concerns. 
Six months following the second interview, a letter 
was prepared for each of the families. The letter included a 
copy of their problems Which the writer felt the parents of 
each family expressed in the two guided interviews. This 
statement of their problems was sent to each family for (1) 
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their approval of the accuracy of the writer's representation 
of their problems, and (2) their additional problems which may 
not be included in the letter. This method was used to gain 
the parents' approval of the writer's representation df their 
problems and to allow the parents to add other problems which 
were not included in the letter. 
,, 
CHAPTER IV 
FINDINGS 
Presentation and Discussion or Data 
The data were collected in two guided interviews with 
parents or ten selected ramilies who have or have had children 
with cystic ribrosis. Additional data were collected as the 
results or a rollow-up letter to each or these ramilies. 
At the beginning of the study the writer had the names 
or ten families in X County in the State of Pennsylvania who 
had or have had children with ribrocystic disease. Each famil~ 
I 
,, 
1 was first contacted by telephone. During the telephone con- 11 
herself and explained briefly I 
Eight of the ten families 
, '1 
versation, the writer introduced 
her interest in cystic fibrosis. 
made appointments for the writer to visit their homes. 
The comments of the eight parents during the telephone 
conversation with the writer were as rollows: 
"We will be glad to help you in any way possible. n 
nwe (parents of fibrocystic children) can sure use 
help. You are welcome to stop by to see us." 
nwe need more people who are interested in doing 
research so that our children can get help. Oh, 
yes, you may come.n 
ur Cbn' t know if I can help you, but you are welcome 
to come." 
"I think it is wonderful that you are interested in 
this. This is a needy area on which to write. Very 
little is said about the emotional aspects and little 
stress is placed upon how involved they are." 
- 21 -
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nour daughter died five years ago, so I don•t know 
if I can help you. If I can, I will be glad to 
cooperate." 
11Did you know that our children with cystic fibrosis 
both died? If you think I can help you, you may 
visit us." 
"Yes, we would be happy to cooperate with yo1J..n 
Two families were not contacted by telephone. One 
family was not contacted because the father of this family 
, has been hospitalized for mental illness which he developed 
l lj since the death of his only daughter who had cystic fibrosis. 
ll 
I 
Because the wife had refused to take any part in the chapter 
since her husband's illness, the writer was discouraged in 
contacting her by friends of the family. 
The writer was unable to contact anyone on the 
telephone in the other family. When no one answered the 
telephone, the writer visited the residence. The lady who 
answered the door said that this family had moved away to an 
unknown address. Also she added, "They must have left a lot 
of bills, because many people have been looking for them. n 
During the first guided interviews the writer received 
a cordial reception in all the homes, but one. In this home 
the atmosphere seemed restrained and cool and the writer was 
slightly apprehensive about the outcome. After approximately 
an hour of general conversation the mother began to turn the 
conversation toward her two children who had died from cystic 
fibrosis. This conversation continued for another hour until 
it was interrupted by other visitors to the home. 
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In this initial interview both the husband and the 
wife were present except in the two families who had no living 
children with cystic fibrosis. In these two families the 
writer met only the mothers. Both mothers were interested in 
cystic fibrosis but expressed that they felt incapable of 
assisting in the study since their children with cystic 
fibrosis had died. This may account for the initial reserva-
tion of the mother referred to above. 
The original plan for the first guided interviews was 
to present to the parents of each family the plan and purpose 
of this study and to seek their cooperation for another visit 
in three months at which time the writer would bring an inter-
view schedule. The parents did not want to wait until spring; 1 
they wanted the questions immediately. They were informed 
that the writer had no questions with her, but that she would 
be g lad to listen if they wanted to discuss their problems. 
With this reassurance the parents related their 
problems, concerns and anxieties which they had encountered 
and were encountering with their fibrocystic children. This 
visit averaged from one and a half to two hours in each home. 
The second visit in the homes wa s made approximately 
three months after the first visit. This vis i t s eeme d to have 
been a n ticipated by parents a nd ch ildren a like. 
The chi l d r en expres s ed t heir a n ticipation in nullle rou s 
ways. One f our a nd a ha l f year old said t o his mother, "She' s ' 
c oming to s e e me be cause I have C. F ., isn' t she ? 11 Up on the 
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writer's arrival at the house he requested that she listen 
to him recite "Make Way for Ducklings," as he leafed through 
the book. 
A ten year old with cystic fibrosis displayed his 
model airplanes and boats. At the end of the visit he asked, 
"When can you come back to see me? Next week?" Before the 
writer left, he presented her with one of his Easter eggs. 
Several of the other children found great pleasure in 
showing their toys, playrooms and bedrooms and also in playing 
their records. 
The parents' anticipation was expressed in their 
eagerness to set an appointment for the second visit. Also, 
most of the parents had prepared some type of refreshment to 
serve. 
The length of the second visits was from one and a 
half to three and a half hours. The family groups remained 
intact from the first to the second visit except for Family C 
whose oldest child died with cystic fibrosis. The same people 
in each family participated in the second interview as in the 
first. 
The parents referred to the questions sent by letter 
to them from the writer without prompting during the interview J 
This interview was also used to clarify certain points in the 
writer's mind and ascertain any other problems the parents 
had Which they had not expressed in the first interview. The 
interview schedule was not used as originally planned because 
=~=========== ~ 
I 
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the parents talked about their problems during the first inter-
view without questions. Immediate recall was again used to 
record tl~ data away from the home. 
In tbe eight families at the beginning of the study 
there was a total of twenty-four living children. Nine of the 
twenty-four were diagnosed previously with cystic fibrosis. 
In the eight families six children h ave died from cystic 
fibrosis. Family Band Family H have each experienced losing 
two children. Family E and Family G have each experienced 
losing one child. During the study Family C experienced 
losing their oldest c h ild with cystic fibrosis. 
See Table 1 for a graph which presents the number of 
children in each family and the number that have cystic 
fibrosis. Table 2 presents the ages and sex of the living 
fibrocystic children and Table 3 presents the sex of the 
fibrocystic children and their age at the time of death. 
These tables are on the following pages. 
The average income of the eight families was ap-
proximately $ 5,500 annually. The occupations of the fathers 
were as follows: a sales manager for an implement company, 
a plumber, two cranemen, a farmer, a salesman, a feed store 
operator and an inspector in a linoleum plant. One mother 
worked outside the home to supplement her husband's income 
as a practical nurse on the night shift. Another mother has 
a part-time office job and does sewing and ironing to sup-
plement their income. 
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TABLE 3 
AGE OF DEATH AND SEX OF CHILDREN 
WITH CYSTIC FIBROSIS 
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See Appendix A for a written presentation of each 
family. 
Six months following the second interview the writer 
sent to each family a letter with her understanding of their 
problems for their approval and additional comments. See 
Appendix B for a sample of the letter. All of the parents 
returned the list of problems which the writer had sent with 
their approval. Several minor corrections were made such as 
a misspelled name, ages of several children and a misinter-
pretation of a diet. The writer felt it was very significant 
that all of the parents included a personal note with addition-
al comments about their problems and concerns. Also, most of 
the parents who had living children with cystic fibrosis gave 
an up-to-date report on their conditions. See Appendix C for 
the parents' comments. 
The data collected from the eight families in the two 
guided interviews and the follow-up letter seem to fall into 
several categories. The parents talked about their problems 
in several general areas, such as diet and physical needs, 
emotional needs and financial needs. It seemed that these 
were the major problem areas to the parents, but as they ex-
pressed their feelings these categories seemed to have sub-
problems. 
In this paper the problems presented by the parents 
will be discussed in the following categories: dietary prob-
lems, crying-coughing reflex, acceptance by friends and 
- 30 -
society, problems of child rearing, feelings about death, 
, financial concerns, feelings about the medical profession and 
feelings about the nursing profession. 
Dietary Problem 
All of the parents were concerned with the problems 
created by the low fat, high protein diet. This was a major 
problem. 
sence of pancreatic enzymes in the gastric intestinal tract. 
Because of the poor absorption of their food these children 
are poor weight gainers and in some instances have ravenous 
appetites. Until the digestion is controlled these children 
have large foul smelling loose stools or else the child is 
constipated to such a degree that prolapse of the rectum fre-
quently occurs. 
Comments of the parents were: 
"Our daughter never gained weight. She vomited 
after her feedings and brought up a lot of mucus. 
Now since she has been put on Viokase (pancreatic 
enzyme) and a high protein and vitamin and low 
fat diet, she can eat about anything except butter, 
cheese, cream, chocolate, potato chips, ice cream 
or anything that is rich, such as foods made with 
butter, cream or fried with lard. This gives her 
diarrhea and she gets very little nourishment for 
her body. I try to give her things as near as 
I can that are good for her, but being in a family, 
she sometimes gets things for herself that she 
should not have. I guess she gets hungry for 
those things too. 11 
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"Our son had been const ipated from birth. He be -
came distended and was hosp italized because he Has 
n ot pass ing any stool. It took tvJO days of tre at-
ment before the bowels began to function. ·,.Je have 
him n ow on a h i gh prot e in ~ no f a t die t and Viok ase . 
He cannot tol e rat e starches such as bread and 
cra ckers. It has been a difficu lt job to knoH 
Y.Tha t to pack in h is school lunches. If 
nit is a probl em to see that our daught e r ge ts v-rhat 
she shoul d have to eat and prepare a satisfying 
;neal fo r the others in the fami l y . I have found it 
is e asier to prepar e the family's menu around he r 
diet and , if ne c essary, p repar e the things differ-
ently . I have found it is better a t meal time for 
all of us to be e ating the sa..me food. 11 
11I prepare h..Jo menus for each m.eal. The childre n 
eat and then we eat. " 
"\,Te buy food specially for the children . \tJ'e get 
forty pounds of bananas a week for them. Also 
they e at a round twenty- eight l ean steaks a week. 
Our but cher ge ts them for us. Ot her meats have 
too much f a-G , you know." 
111fuen we go away ~-J"e must t ake f o od along f o r the 
children to eat." 
n\vnen we are i n tm..Jn shopping , we cannt run ove r 
to the re staurant fo r dinner. ~ve mu st g o h ome 
and p r epar e d inner for the children. 11 
!!Anothe r problem. He have is vJhen we go away , 1;-Je 
have gr andma and grandpa baby sit for us . l !e al-
Hays prepar e 1rJhat we want the children to have , 
but it seems whi l e we aren"t there they g ive them 
other thi ngs t o eat. (It seems that they f eel we 
d o not know h ow to c a re fer the children.) We 
suspe c ted thi s itJhen t hey we r e a1rJa ke all night v-r i th 
a s t omac h ache . No1nr that t hey are olde r they tell 
us 1..rhat they had to eat and it i s usually somethi ng 
that t hey shoul d no t hav e eat en. 11 
11 \'Je feel it is importan t to keep our children on 
their strict d iet, because if we arenft careful 
about what t hey eat , He h av e t rouble l..Jith the chil-
dr e n be coming const i pat ed and then thei r rectums 
pass outside their bodies ." 
!I 
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"He eats six meals a day and becomes very irritable 
when he gets hungry. 11 
ttour children have huge appetites. It keeps me busy 
preparing food to satisfy them." 
11 She always eats two servings and then cleans up 
everything else that is left on the table.n 
"He is and always has been a poor eater. If we try 
to get him to eat something he doesn't want or 
1 doesn 1 t like', he vomits very easily. Is this a 
weapon to get his way?" 
Preparing the proper foods for the fibrocystic chil-
dren seemed to consume much of the mothers' time. It was the 
first problem mentioned in four of the eight families. The 
writer felt that these four mothers considered feeding their 
children their most important job. This was not the case in 
the other families, because two of the mothers had taken 
jobs outside the home to supplement their husband's income. 
The problem here seemed to be financial and not that the 
mothers were not busy. Both of these mothers talked about 
the dietary problem. 
Crying-Coughing Reflex 
The children with fibrocystic disease are particularly 
susceptible to infections and many of the children have 
pneumonia within their first year of life. Because of the 
excess amount of mucus in the lungs of these children, they 
develop what is called a nres idual cough 11 • 
The cough is distressful during the daytime, but it 
is particularly bothersome in the nig ht. Some children are 
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awakened as many as four times in a night by coughing . Not 
only is the child disturbed but also the parents. F ive of 
the eight parents mentioned that they are up several times 
in the nig ht because their child has coughing spells. 
When these children cough they become cyanotic and 
somet imes even vomit. Three of the eight parents mentioned 
that crying would trigger off the coughing reflex and they 
found it easier to give the child his way rather than living 
through the coughing or cleaning up the after effects. 
The parents said, 
"He has always coughed so much and coughed until he 
vomited. As a baby this involved much extra laundry 
and the unpleasant 'clean up job'." 
" Since the crying and coughing reflexes are also 
closely associated he always ends in coughing when 
he cries. He has found great comfort from his 
'little blanket'--a small piece of outing flannel 
with binding and his thumb. If he is unhappy and 
can't find his blanket, he cries, coughs and 
possibly vomits. It seems easier to run than to 
clean up the mess, but both are h..ard on the 
parents 'nerves i." 
"He has always got ten a wake coughing hard during 
the night. This would probably average out to 
three or four times a night yet, it was more in 
the past. This is not only hard on the parents but 
must be terrible on him!" 
"After she had her bout with pneumonia, she had a 
residual cough which v.ould awaken her every nigh t 
at around two o'clock." 
"She has a coughing spell every morning . She 
coughs up large amount of mucus. I have found 
if I hold her head lower than her feet this helps 
her to g et the mucus up. She did cough more this 
summer than other summers. I don't know if it was 
the weather or if it was the results of the measles 
which she had last winter. 11 
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"If she cries, she begins to cough. This is a big 
problem because we give into her desires rather than 
allow her to cry until she coughs." 
"Both of our children have coughs. We bought a 
nebulizer which we use on them two or three times 
a day according to their conditions. It seems that 
we have learned from experience what is best for 
our children. The nebulizer is the best investment 
we have made. It has helped, because the children 
do not cough as much now. 11 
Five of the eight families were using t he nebulizer 
with their fibrocystic children. 
"The nebulizing is done three times a day for 
twenty minutes each time. Since we started using 
the nebulizer, he is so much better with a lot 
less coughing ." 
11 I use Alevaire with penicillin twice a day in 
the nebulizer. We have to get up earlier in the 
morning to do this before she goes to school. 11 
"I wouldn't be without a nebulizer. It has been 
the only thing which has helped our children." 
"My entire day is busy from the moment I get up 
until the children are in bed. Between the time 
the children g o to bed and my bedtime is the only 
free time I have. It is nebulizing for twenty 
minutes three times a day besides the time it 
takes for preparing the meals. Then there are 
also disturbances during the night with her cough-
ing. 11 
The residual cough usually follows as the aftermath 
of an upper respiratory infection. These children are par-
ticularly susceptible to infections, as was mentioned before. 
To prevent infections the parents attempt to keep their chil-
dren out of crowds, away from infectious people, and to pro-
vide adequate protection from the weather. 
. 
I 
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nit's a problem to know how to dress the children. 
They perspire very easily so we aim at dressing 
them not too warm or not too cold. 11 
"We keep her home a lot away from the crowds." 
nThe cold, windy months seem more difficult for our 
children. Our son has had pneumonia for several 
years in the windy month. We don't like to take the 
children out on windy, cold days. 11 
"The children cannot play excessively in the summer 
for they lose the salt from their bodies very easily. 11 
Acceptance of Friends and Society 
To have an exceptional child causes pain to the he art 
of the parents. Five of the eight families mentioned situa-
tions which involved feelings about neighbors, friends and 
society and their reactions to cystic fibrosis. The writer 
felt that the other parents probably had many of the same 
feelings as these parents, but they did not verbalize them 
as such. They said, 
"Most of our friends and neighbors have never heard 
of cystic fibrosis. We cannot talk to them about 
our problems. It is like speaking to them in an-
other language. We are fortunate to know Mr. and 
Mrs. H. (parents of a fibrocystic child). When we 
talk to them, we know they understand. Even our 
parents don't understand. They seem to think that 
we don't know how to rear our children." 
"It was very difficult to see my girl friends' 
children g rowing normally, while mine were not. n 
"There is always the problem of the public t s re-
action. What is the best attitude to take if you 
go shopping for instance and he coughs. The sales-
clerk says, •Does he have whooping cough?' or 
'What a cold you have there, boy!' I feel that 
our attitude in handling these situations now will 
affect his attitude as he gets older, but we don•t 
- 36 -
want to shelter him unnecessarily. We've found he 
is much happier going to kindergarten and having 
those interests than when he is home and miserable 
with his misery." 
nwe don't go away very much. She shouldn't be ex-
posed to crowds in this weakened condition." 
"My husband is the one who has been feeling the 
strain recently. We bought this house unfinished. 
Finishing it has been going rather slowly. He 
feels that the other fellows his age have more to 
show for their work than he does." 
"We keep her at home and plan activities for her 
at home where she can bring her friends. This way 
I can detect any of the children who may be in-
fectious and control with whom she is exposed. 11 
Problems of Child Rearing 
All of the parents were concerned with the job of 
rearing their fibrocystic children and with the emotional 
strain this responsibility places upon them as parents. 
They said, 
"The emotional strain is terrific. You never know 
when something will happen or when it will be the 
last time. 11 
''My wife awakens every morning with a headache. It 
is nothing but worry. 11 
"I had a nervous breakdovm last summer and spent 
four months in bed. It is awful to work yourself 
up over something which you have no control, isn't 
it? The anxiety was just more than I could take. 11 
'~e found it is easy to dream up symptoms when we 
watch her so closely for changes in her condition. 
We need to get away occasionally so that we can be 
more objective." 
"She is rather nervous ani figgi ty and needs to be 
handled with extra patience. If she becomes 
irritated, she will cry and the crying will start 
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her coughing. It is difficult to know how to 
handle her to avoid these situations. The other . 
children sometimes feel that we are pampering her. 
We want to do everything we can for her because 
we don't know how long we will have her and we 
would feel badly if we hadn't done what we could." 
11We wonder how you keep from spoiling the child 
with cystic fibrosis who requires so much special 
treatment and attention. How do you help the other 
children to accept this special attention given to 
their fibrocystic brother or sister without feeling 
neglected?" 
nit is hard to describe all our problems. Some days 
it seems it is only problems 1 tt 
"A big problem to us is whether we should have any 
more children or not." 
"I experienced a lot of anxiety during my last two 
pregnancies in fear that I may produce another 
child with cystic fibrosis. I didn't know how I 
would possibly have strength to care for another 
fibrocystic child." 
"There are the daily concerns of administering the 
pills and providing the proper treatment. 11 
11 How should we handle the child who has the attitude, 
'Why did this happen to me? 1 We try to show her 
that other people have handicaps with which they 
must live too. This happens to be your limitation." 
nThe younger two children don't quite understand the 
special attention she gets. This was very outstand-
ing during her hospitalization. 11 
nstr·ess does involuntarily contribute an atmosphere 
of gloomy apprehension that permeates throughout 
the entire household. The family should be fore- 11 
warned of the inevitable feelings of anguish and I 
hopelessness, thus necessarily preparing to main-
tain an aura of happiness, shielding the loved one 
from visible signs of despair.n 
11We and I suppose other parents must try the same 
approach, try to mentally and outwardly suppress 
thoughts and emotions concerning Linda--only going 
thru the motions of the giving of pills, drugs, 
~====~=====================================================9~====== 
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special food, etc., without trying to dwell too 
much of the 1why' either inwardly or outwardly--
as at cystic fibrosis meetings which you were 
fortunate or unfortunate enoug h to attend--rubs 
emotions raw. Sometimes, as in the case of the 
H family, t he strain is more than some can bear 
with nervous and mental breakdowns. Mary and I 
always felt like we had been thru the 'meat grinder' 
after a C. F. meeting--because after looking and 
thinking and feeling C. F. for twenty-four hours 
a _; day, seven days a week, etc. , j _ t is a wearing 
experience to spend two-tb~ee-four hours of con-
centrated C. F. at a meeting. Personality con-
flicts, arguments over programs, meeting places, 
etc., were just Stlrface evidences of everyone ex-
periencing the 'meat grinder' feeling at the meet-
ings. This is tmfortunate, but true. It points 
the need for objective non-:-invol ved people to help 
C. F. on all fronts, because it's more than most 
C. F. pare n ts can handle to plead or v..u rk the cause 
without letting their emotions overcome them. I 
for one, cannot." 
These parents feel guilty because they have produced 
exceptional children. Another important fact to remember is 
that all of these parents had been told that their children 
had a fatal disease and that they would probably not live to 
adulthood. The shadow of impending death creates apprehen-
sion toward the future, and the parents tend to be over-
solititous of the children with fibrocystic disease . The un-
certainty of the future is definitely an emotional irritant 
to the parents. 
Feelings about Death 
The parents of two families out of the five families 
who had experienced losing a child or children with cystic 
fibrosis expressed some of their feelings about the death of 
their children. They said, 
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"I have struggled all year to reconcile myself to 
t he baby 's death. After my little girl died, I 
felt I would know how to help anyone g oing through 
a similar experience, but when the baby died I 
felt less prepared than before. There were so many 
unfulfilled dreams with Douglas. With Debra I have 
many pleasant memories to recall. I find it hard to 
und·e rstand why God would allow a baby to be born 
imperfect. n 
"I wonder why this happened to me. When I was in 
the hospital at the time of Doug las' birth, I was 
in a room with three other mothers. One was un-
married; one said, ' We didn 1 t plan for this child, 
but we will take it now that it is here'; and the 
other mother made the s ta ten:ent that they were 
caught. Here we had planned for Douglas and wanted 
him so badly. I can't understand why Douglas was 
sickly and the other mothers had well babies.n 
11 Since Doug las' death, I have been wondering if we 
did the right thing by not having him hospitalized. 
If there wasn't anything that they could do for him, 
we couldn't see sending him to the hospital to be 
an experimental case. The one comforting thing we 
have is tha.t the pediatrician told us after Douglas 
died that it was best this way. tt 
'~e didn't realize that she was in such a bad con-
dition. Her condition seemed to have remained the 
same for tbe last several years. While she was in 
the hospital, the doctor said to rre that the heart 
can only stand so much. Now I think he must have 
been preparing us for the end, but at the time I 
didn't understand him.u 
uThe night before s he died she couldn't sleep. She 
said to me, 'I'm so afraid,' but she couldn't tell 
me of what she was afraid. She talked to her father 
on the telephone that morning and told him to bring 
her some apple-sauce because she was hungry for 
some, but she never got to eat any of it. After 
the funeral I (mother) was in the hospital suffering 
from shock." 
11Arthur doesn't talk about Betty dying . Occasionally 
he cries. We don't say much to him about it." 
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Financial Concerns 
Of these eight families, five had hospitalization in 
the group plan through their places of employment. The other 
three families had no hospitalization insurance. The State 
of Pennsylvania has not provided clinics for children with 
cystic fibfosis. The expenses weighed heavily upon the 
fathers of these children. They s~id, 
"Last year above the expenses paid by the hospi taliza-
tion, the medical bills amounted to $ 900. This was 
one of our lightest years for medical expenses.'' 
nA slow burning is sue with us is that there are 
federal subsidies for the farmers not to grow 
crops, but there is no more than three quarters 
of a million dollars given from the federal funds 
for cystic fibrosis. We have a niece who had 
polio and all her expenses have been paid by the 
Foundation. We are not suffering financially, 
but we have sacrificed by not going on vacations 
and buying new furniture so that this money could 
be used toward paying the medical expenses. We 
realize that we have more resources and less ex-
penses than many parents of fibrocystic children.n 
A mother who has lost her children with cystic 
fibrosis said, nHow do the parents of fibrocys tic children 
stand the financial strain?" 
"The meat we bought for the children alone in 1957 
amounted to $ 936 and the antibiotics for both of 
the children cost twelve dollars every three days. 
Besides these expenses there are other medications 
to buy like alevaire and Viokase. We are thankful 
for what we have but it is a pull to keep going. 
Our doctor is interested in starting a clinic for 
cystic fibrosis children in the local hospital. 
He has helped us with some of our bills and gives us 
free vitamins. There are other people in this area 
who could use such help." 
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"They are on Tetrabon and we buy it by the pint. 
It costs us $22.80 a pint. We give them Viokase 
with each meal which costs $17.75 per a thousand. 
We use at least 5,000 tablets a year. The best 
investment we have made was the nebulizer. 
Financially it is pretty rough. I get hospitaliza-
tion through my work, but it doesn't cover near all 
the expenses. Wish we would have taken out an in-
sur~ce policy f or both of them before they were 
ten days old. Now we can't take out a policy for 
them because they have a congenital disease. We 
both work because the wages are so poor around 
here. I work days and my wife works at night." 
"Another problem is that we don't always have the 
money for the medications at the time the medica-
tions are needed. n 
11We don't have any hospit alization, but fortunately 
she has only been in the hospital one day. The 
vitamins and antibiotics do run into a lot of money." 
"We bought a nebulizer for eighty dollars. It sure 
has helped him. It is better to have a nebulizer at 
home than to hospitalize him when he needs it. n 
nwe used up our savings to pay the medical expenses. 
We were glad to do it but it is a financial drain." 
"We give him whatever antibiotics we can afford at 
the time. This last month we spent sixty dollars 
for medications. We had to decide between buying 
medications or sacrificing on the Christmas money. 
We would like to buy things like new winter coats, 
replace a worn rug, paint a room and get teeth 
fixed, etc." 
"I now have a part time office job and do some 
sewing and ironing to supplement our income. 11 
11Besides the medical expenses there is the expense 
of a baby sitter when we want to go out for the 
evening . Until you pay tbe baby sitter you can't 
plan a very expensive evening." 
nThe antibiotics and vitamins run into a lot of 
money. The pediatrician told us to ask for a 
discount at this particular drug store. Several 
times I did. Both times tbe clerk caLled across 
the store to the manager, if it was alright to give 
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me a discoupt. I was embarrassed. Rather than go 
through that again I just pay the full price." 
Feeling s about the Medical Profession 
Six of the fifteen children with cystic fibrosis were 
first diagnosed with celiac disease. In five of the eight 
families the parents had been told that their children had 
celiac's disease. After treatment had been established for 
celiac disease, it was discovered that these children had 
cystic fibrosis instead of celiac's disease. The prognosis 
for celiac 1 s diseas.e is good and the prognosis for cystic 
' fibrosis is very poor. What effect did this wrong diagnosis 
have on the parents' confidence in the medical profession? 
One family was told when they asked if their child 
' had cystic fibrosis (learned of the symptoms from the neigh-
bor) the doctor said, 11 0h, yes.'' Then they asked him if he 
thoug ht they would be able to raise her to adulthood. He 
said, 11 I doubt if you can but she is a mild case." 
Two families felt that their children were in a more 
serious condition after their hospitalizations for diagnostic 
studies. These parents reported that their children went to 
the hospital without upper respiratory infections, b ut when 
they brought them home from the hospital, they had "severe 
colds". 
Here are some statements by the parents that reflect 
feeling s about the medical profession: 
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"Our pediatric ian is so very strict. If we call 
him about one of the ch ildren having a cold or 
something, he asks us if we have done everything 
he has told us. If we haven't, he can really scold. 
We try to f ollcw his orders because we don't like 
the scoldings. We know he is really interested in 
the children a nd that is why he probably is so 
strict. n 
"We have been most dissatisfied with the local 
doctors. You call them up and they act as if they 
don' t want to be ·bothered. Also I don't think 
they know what is going on when it comes to cystic 
fibrosis, so we have gone to a specialist." 
"The pediatrician told us that our daughter probably 
won't live to be an adult." 
"After her hospitalization the doctor said t hat he 
felt we were making her too conscious of her condi-
tion. It rather stunned us. I came home feeling 
pretty discouraged, wondering where I had failed and 
how I could possibly g ive her twenty pills a day 
without her being conscious of her illness. It was 
a blow after trying to do our best. u 
11 0ur doctor never has much to say. He examines 
Jerry and asks a few questions, but that is all." 
11 I heard that chiropractors can help children with 
mild cases of cystic fibrosis. I heard of this 
family who had two children with cystic fibrosis. 
They took them to chiropractor and he helped them. 
I know the chiropractor sure helped my upset stomach 
in five treatments men I had the nervous breakdown." 
"The pediatrician didn 1 t allow our one year old 
daughter to have her bottle while she was in the 
hospital with pneumonia when she needed the extra 
fluids so badly because of her high temperature. 
When she was discharged from the hospital, the 
doctor told us that she had pancreatic insufficiency 
and that she probably wouldn't live to be very old. 11 
"When I had my fifth child while in the hospital, I 
suspected he had cystic fibrosis because he had a 
large amount of mucus and was very sleepy. I ques-
tioned the doctor but he reassured me that he felt 
my son did not have cystic fibrosis. When I got him 
home and saw his large loose stools, I knew right 
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away he had cystic fibrosis. I guess the pediatrician 
was trying to be less pessimistic than I was." 
"The pediatrician told us th..a t our other children 
may be affected mildly with cystic fibrosis and 
suggested having the finger testl done on them. I 
don't think my thirteen year old son should have it 
done because he is old enough to know what it means." 
"My obstetrician told me that I probably V'.OUld not 
have any more children with cystic fibrosis since I 
have three healthy children. It has been confusing 
to me because the pediatrician and the obstetrician 
seem to contradict themselves. tt 
"We have one consoling thing. After his death, the 
pediatrician said it was best this way." 
nour doctor never really told us what was going on. 
He told me it was pancreatic insufficiency, but I 
didn't know mat that meant." 
11 I was told by the doc tor that my daughter had cystic 
fibrosis, and that youngsters who get this disease do 
not outgrow it and are small. I wanted to know how 
small, but I was afraid to ask him. 11 
"We changed doctors after he was several months old, 
because our doctor didn't seem to know what to do 
for him." 
All of the parents made at least one statement about 
their doctor. They were grateful for their assistance but the 
parents seemed to entertain feelings of being misunderstood by 1 
I 
the doctors. Most of the parents wished that the doctor would I 
1 1A new form of the sweat electrolyte test in which the sodium 
chloride of the sweat reacts with the silver nitrate 
in an agar plate to form a clearly visible white print 
in cystic fibrosis patients. National Cystic Fibrosis 
Research Foundation, Cystic Fibrosis of the Pancreas 
{prepared for physicians). -- ---
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explain things to them more clearly about their children's 
condition and what they could expect. 
Feelings about the Nursing Profession. 
· In response to the question, ''What should nurses know 
about children with cystic fibrosis? 11 the parents gave the 
following responses: 
"The nurse should be prepared to give good care to 
any youngster. We feel if she is a good nurse she 
will be able to meet the needs of the child with 
cystic fibrosis. The nurse should always be there 
when the child coughs, especially the infant who 
can choke on the mucus.u 
11 The nurses should know the specific needs of these 
children such as diet and their appetites which if 
unsatisfied, causes tre children much discomfort and 
they become irritable." 
"I feel that it is important that the nurses 
realize that the parents love their children and 
are concerned about those who have cystic fibrosis 
so that they will be more understanding." 
"The nurse should understand til at these children 
are nervous and irritable and need more patience 
and understanding." 
"I would say that nurses should know what parents 
are experiencing and appreciate the needs of the 
mother when her child is hospitalized. It means 
a lot to be able to hold them and bring them some-
thing from home to eat. tt 
Parents from three of the families had no comments to 
, make about the above question. In answering the follo.v ing 
questions: In your experience with cystic fibrosis, what do 
you remember about the nurses in the hospital, clinic or 
doctor's office: In what way did you find the nurses of 
, service to you? How could they have been more helpful to you 
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and your child? the writer found that the mothers had vague 
recollections about the nurses with whom they came in contact. 
The feelings that the mothers expressed about the nurses were 
as follows: 
Expressed Feeling s 
Kind, Affectionate • 
Jealous . . • . . 
Unfrie!:!dly . . 
Scolding. . 
Number of Mothers 
5 
1 
1 
1 
The parents didn't seem comfortable answering these questions. 
Why had the parents forgotten most of their contact with the 
nurses? Was it because the nurses had made no outstanding 
• contribution to the anxious parents or were the parents hesi-
tant to make critical remarks about nurses in the writer's 
presence? The parents in three of the eight families criti-
cized negatively tbeactions of some of the nurses. 
CHAPTER V 
SUMlVIARY, CONCLUSIONS AND F.ECOMME11DATIONS 
Summary 
This study was conducted in X County in the State of 
Pennsylvania. It was a study to determine the probl'3ms en-
countered by parents whose children have cystic fibrosis. 
Data were collected from three sources. The available litera-
ture on cystic fibrosis ~as reviewed. Information was 
gathered from the initial telephone conversation and the two 
guided interviews with tb..e parents of eight families. Six 
months following the second interview the writer sent to each ' 
family a letter which contained her understanding of their 
problems for their approval and additional comments. 
The data were studied to determine what problems were 
encountered by the }:a rents whose children had cystic fibrosis. 
The study also helped to ascertain whether or not parents 
would welcome the opportunity to talk to a nurse about their 
children with cystic fibrosis and what kind of help they felt 
they needed. 
Conclusions 
1. The parents of children with cystic fibrosis are 
concerned with such realistic day to day problems as: pro -
viding the requirements of the low fat, high protein and 
--~==================:===~~=-~-=-~~~==-~-~~~==========-=~~=~==========~=========! 
- 47 -
- 48 -
vitamin diet, securing adequate medical care, medications and 
equipment, having emotional and physical stre~~th to meet the 
responsibilities of child rearing and using discretion in t."le 
parent-child rela tionshins particularly in situations which 
may cause the child to cry . 
2. Attitudes expressed to the writer by the parents 
were: anger and hostility toward the doctors, dissatisfaction 
with care in the h ospitals, hostility toward the nurses, the 
constant fear of death, misunderstanding by neighbors, friends 
and families, Bnbivalence toward the local cystic fibrosis 
chapter and anxiety about succeeding pregnancies. 
3. Other conclusions gained from the study about the 
parents were: that they helped each other, that they were 
glad to talk to but were not seeking answers from the nurse 
and that they knew more about cystic fibrosis than most nurses . 
Recommendations 
On the bas is of the findings of this study, the writer 
recommends t re following: 
1. That this study be extended to include a larger 
sample of parents . 
2. That special legislation be continued to provide 
financial aid for these parents. 
3. That special assistance be given to the mothers 
by the dietitian in the clinic or the hospital on 
food preparation for the child wU h cystic 
fibrosis. 
· j 
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4. That consideration be given to instituting 
rooming-in for parents of children with cystic 
fibrosis when they desire to remain with their 
children in the hospital. 
5 . That a study be done to determine if the parents' 
anxiety is diminished as a result of remaining in 
the hospital with their children, and that a study 
be done to determine what the pediatfic nurse does 
which is supporting to the parents who are ex-
periencing anxiety. 
6. That the pediatric nurse continues to follow the 
child with cystic fibrosis and his parents after 
discharge from the hospital by making home visits 
or that a place be provided in the hospital where 
parents may return to talk to the nurse if they 
desire. 
7. That a study be done to determine how the public 
health nurse perceives her role in helping parents 
of children with cystic fibrosis. 
8. That public health agencies and hospitals utilize 
parents of children with cystic fibrosis as one 
method of acquainting graduate nurses with the 
disease and its implications for parents. 
9. That the concept that mothers have information to 
give to nurses and doctors be developed within 
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nursing education programs as well as in programs 
for the preparation of doctors. 
10. That a study be done in a large prenatal clinic to 
determine how many mothers have g iven birth to a 
child with cystic fibrosis prior to this pregnancy 
and that an opportunity be provided for these 11 
mothers to express their feelings about this preg- 1 
nancy in relation to cystic fibrosis. 
11. That a follow up study be conducted with the 
parents of these eight families to evaluate the 
therapeutic values of this study. 
12. That a comparative study be done with parents in 
a series of g roup meeting s to determine if 
similar results would be obtained. 
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APPENDIX A 
PRESENTATION OF 'rHE E IGHT FAMILIE S1 
Family ! 
Linda, the oldest of three children, has a mild case of 
11 cystic fibrosis. She is nine years of age. 
During her first year of life, she g ained weight in-
1 adequately, despite constant medical care and frequent changes 
1
1 
! of formula and diet. The doctor felt she had symptoms of celia ! 
disease. Through a friend of the family, she was later referre , 
to a pediatrician. 
She was hospitalized by the pediatrician at two years 
I 
1 of age for diagnostic examinations. After numerous tests she 
1
was diagnosed with cystic fibrosis. At this time the family 
1
moved to be nearer the pediatrician. 
Linda was placed on the regular treatment which included 
I 
I daily antibiotics, vitamins and pancreatic enzymes. She was 
I 
also restricted to a low fat, high protein and vitamin diet. 
Linda improved on this re g ime but never gained adequately. 
When Linda was four years old, another daughter was born 
I 
Ito the family. Mrs. Gray expressed the great anxiety she ex-
' 
ll perienced during this pregnancy. 11 I lived in constant fear 
!l that I might produce another ch ild with cystic fibrosis and I 
'1 1 
All names used in the presen tations are fictitious. 
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II 
1 wondered how I could possibly care for another child with 
' 
I ,, 
cystic fibrosis. I experienced the same feelings two years 
later when our son was born." 
Mr. and Mrs. Gray talked freely about their problems. 
li I II They fee 1 that it is a constant twenty-four-hour-a-day problem 
I . to properly care for Linda. II 
l The daily concerns are seeing that she has her numerousj 
II pills. Along with the medications she must be given the prope 
~I diet. To give ber the diet she needs, the family's menu must 
be planned around her dietary needs or two menus need to be 
1 prepared for each meal. "It is a problem to see that our 
I 
11 daughter gets what she should eat and prepare a satisfying 
I meal for the others in the family. I have found it is easier I 
to prepare tre family's menu around her diet and prepare the 
things differently. I have found it is better at meal time 
for all of us to be eating · the same food. 11 
As any child, Linda liked chocolate candy and nuts. 
1: Mr. and Mrs. Gray restrict these and provide her with hard 
I 
I' 
I' 
and clear candies which she can tolerate more easily. 
Having been warned by the pediatrician to keep Linda 
away from infectious diseases, Mr. and Mrs. Gray spend much 
energy planning activities for her at home. This way Mrs. 
Gray can check who is playing with Linda, and notice whether 
1 there are any signs of infection present in the children. 
Mr. and Mrs. Gray felt their most perplexing problem 
.I 
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was to lmow how to handle the child. "It seems that Linda 
has the attitude-- 1Why did this happen to me?' We have ex-
plained to her about her condition and its limitations. Also, l 
I 
we attempted to teach her that other people have handicaps and 
each one has to learn to live with his handicap." 
"We have a neighbor man who is an amputee and wears a 
• wooden leg. Also a boy in the neighborhood has had polio and 
needs to wear a brace. He is limited in some activities and 
cannot join in the running games. So there are other p eople 
in the cow..muni ty wi th limitations. 11 
In expressing the problems of emotional concern Mr. 
and Mrs. Gray said, "The pediatrician told us that Linda 
p r obably won't live to be an adult. We lmow she is susceptablel 
to infections, particularly to pneumonia. Knowing this causes I 
II us to live in almost constant fear that tragedy may strike. 
Having this concern, we watch her closely. Our anxiety causes 
II 
us to dream up changes in her condition." 
For two weeks during October 1958 Linda was hospital-
ized for diagnostic studies. Each autumn Linda seems to 
develop asthmatic attacks. Despite attempts by the parents 
and doctor to prepare Linda for this hospitalization, she was 
unhappy in the hospital. According to the parents the doctor 
" explained to Linda each procedure before the treatment or 
examination. 
The parents visited Linda two afternoons a week. For 
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I 
11 the parents to visit Linda meant that they had to get a baby 
sitter for the younger children and Mr . Gray had to take off 
1 work to drive sixty miles to the hospital. 
'j In the hospital Linda withdrew from ber surroundings. 
I She was submissive and cooperated with the doctors and nurses 
II but initi~. ted no conversation. She went on a hunger strike. 
II 
I 
She did not cry except at night in her sleep. 
i 
I 
II When Linda came home from the hospital she had lost I 
seven pounds and was very weak. She continued crying 
This was a difficult 
in her 1 
1 sleep at home for about a week. 
': Mr. and Mrs. Gray. Mr. Gray said, "Linda felt we had 
time for I' 
done her J 
11 dirty by leaving her in t h e hospital alone. u Mrs. Gray said, 
I 
I "If Linda goes to the hospital again I am g oing to stay with 
The younger ones will be neglected rather .I her in the city • 
' than Linda. I don't want her to think that I wouldn't stick 
with her, because I will, even to the end.u 
II When Mr. and Mrs. Gray went to g et Linda from the 
d hospital the doctor told them that he felt they were making 
.I 
, Linda too conscious of her condition. Mr>. Gray said, "That 
lj is all he said and we couldn r t think to ask for an explana tion. l 
,, 
It rather sunned us. 11 Mrs. Gray expressed, tti came home feel-
~~ ing pretty discouraged, wondering where I had failed and how 
,j I could possibly gi ve her twenty pills a day without making 
i ll her conscious of her illness. It was a low blow after trying 
I to do our best.n 
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"We have wondered what is the best way to handle the 
child with cystic fibrosis. We know a family who doesn't tell 
their child anything about cystic fibrosis and only allows him 
to associate with his friends at home. We believe Linda 
should know about her physical condition and limitations and 
learn to live with them to the best of her ability." 
Another problem they face is the younger children and 
their inability to understand why Linda gets so much attention. 
Especially at the time of Linda's hospitalization the younger 
two stood wide-eyed in wonderment when gifts were brought to 
the house for Linda. Mrs. Gray was concerned how she could 
help the younger ones at times like these. 
The financial burden is another concern of Mr. and 
Mrs. Gray. Last year above the expenses paid by the hospitaliza-
tion, the medical bills amounted to $ 900.00. This was one of 
the lightest years for medical expenses. Mr. Gray said, "A 
slow burning issue with us is that there are federal subsides 
for farmers not to grow crops, but there is no more than three 
quarters of a million dollars given from the federal fund for 
cystic fibrosis. We have a niece who had polio and all her 
expenses have been paid by the polio foundation. We are not 
suffering financially, but we have sacrificed by not going on 
vacations and buying new furniture so that that money could go 
toward medical expenses. We realize that we have more re-
sources and less expenses than many parents of fibrocystic 
e Children • II 
=-== =- ==------
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11We know it is important to continue our social con-
tacts outside the home. This is another problem--to find a 
baby sitter who is aware of Linda's condition and will g ive 
her the proper care. There are not many people who want the 
responsibility." 
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Family B 
Mr. and Mrs. Brown have three living and apparently 
healthy children, two boys and a girl, ages thirteen, six and 
three years respectively. They have experienced losing their 
second and fifth child with cystic fibrosis. 
The second child was Debra who didn't gain adequately 
after birth. She had large frequent, foul smelling loose 
stools. At three months of age she was hospitalized for diag-
nostic procedures. The pediatrician made the diagnosis of 
celiac's disease. 
When Debra came home from the hospital, she had a cold 
and a cough. Mrs. Brown was upset that Debra had developed a 
cold in the hospital. She f e 1 t that Debra came home from the 
hospital in a worse condition than at the time of admission. 
Debra was put on a low fat diet which controlled her 
large frequent stools. With this treatment she began to gain 
weight. Her condition was uneventful until her first bir:thday 
when she developed pnemonia. 
Hospitalization was required. Mrs. Brown said, "I had 
kept Debra on the bottle because I felt she needed it longer 
than the other children. She was on a special formula of skim 
milk and strained junket which was thicker than ordinary milk 
and more difficult to drink from a cup. In the hospital they 
took the bottle ~rom her and gave her the cup. I was upset 
about this because with her high fever I knew she needed fluids 
which she wasn't getting from the cup. I spoke to the nurses 
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and they replied that the doctor ordered it. Then I went to 
the doctor and he said something about that it was the doctor 
who gets the patient well and ready to go home. Still being 
concerned, the next visiting hour I took a bottle of water 
for her. I gave it to her and she drank it very eagerly. 
After I did this, I told the nurse. She scolded me for doing 
it without permission. I hadn't realized the harm I could 
have done. After this incidence I realized that I was going 
to have to commit her to their care and God's." 
After two weeks Debra was discharged from the hospital. 
She had developed a residual cough which would awaken her every 
night at 2 a.m. 
After this hospitalization the pediatrician told Mr. 
and Mrs. Brown that Debra had pancreatic insufficiency, and 
she probably wouldn't live to be very old. 
Debra had several uneventful years following this 
hospitalization. She was on antibiotics, vitamins, and a low 
fat diet. At the age of six years Debra developed congestive 
heart failure and died three months later. 
Two years following Debra's death, an apparently 
heal thy baby boy was born to Mr. and Mrs. Brown. Mrs. Brown 
said, "During this pregnancy I was apprehensive about whether 
this child would have cystic fibrosis also. Some people say 
it is caused by a nutritional deficiency of the mother during 
pregnancy. I ate the same thing s for each of my pregnancies 
and I don 1 t know what I could have done different for these two. 11 
-==-=-=--== 
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"At t h e time of Doug las' birth he had a l arge amount 
of mucus and was ve ry slee py, this concerned me. I que s tioned 
the doctor , but he reassured me t h at he felt t h at Doug l as did 
not have c ystic fi b rosis . When I g ot Doug l as h ome from the 
hospital and I saw his large loose stools, I knew he had 
c ystic fibrosis. The p ediatrician pu t him on pancre atic 
enzymes which made his stools fairl y normal. 11 
Douglas a l so developed an upper respiratory infection 
and didn't seem to overcome it. At three months his res -
piratory infection be c ame more severe. The sensitivity test 
from t he culture showed t ha t there were no avai l abl e anti -
biotics able to comba t t his infe ct ion. Mr . and Mrs. Brown 
de c ided not t o ha ve Doug las h ospitalized since there vv ere n o 
availab l e drugs. Douglas di ed on Chr i s t n as day at three 
mont h s of a ge. 
The intervi ew with Mrs . Br own was about a year fo llow-
ing Doug las' death . Mrs . Brown had expe rienced living throug h 
t he f irst anniversary with many feelin g s. She discussed so me 
of t he se wi th the writer . 
Mrs . Brovvn said, "I h ave struggled all year t o recon-
cile myse lf to t he baby ' s dea th. Af ter my li t tle gir l d ied 
I f elt I would know how to he lp aDyone go ing through a si milar 
expe rience, but when the baby died I felt less prepared than 
before. There were so many unful fi lle d dreams with Douglas. 
Wlth Debra I have many pleasan t memories to recall. I f ind it 
hard to understand why God w a u l d al l ow a baby to be born 
=-
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imperfect." 
"It's pretty hard to take when you see your children 
aren't growing like your g irlfriends' children. I wonder why 
this happened to me. When I was in the hospital at the time 
of Douglas' birth, I was in a room with three other mothers. 
One was unmarried, one said we didn't plan for this child, 
but we will take it now that it is l~re, and the other mother 
made the statement that we were caught. Here we had planned 
for Douglas and wanted him so badly. I can't understand why 
Doug las was sickly and the other mothers had well babies • 11 
"The pediatrician told us that our other children may 
be affected mi ldly with cystic fibrosis and suggested having 
the finger testl done on them. I don't think my thirteen year 
old son should h ave it done because he is old enough to know 
what it means." 
"My obstetrician told me that I probably will not have 
any more children with cystic fibrosis since I have three 
healthy children. It is confusing to me since the two d octors 
seem to contradict themselves. 11 
"Since DougJJ.as' death I have been wondering if we did 
l the right thing by not having him hospitalized. If there 
l A new form of the sweat electrolyte test in which the sodium 
chloride of the sweat reacts with the silver nitrate 
in an agar plate to form a clearly visible white print 
in cystic fibrosis patients. Cystic Fibrosis of the 
Pancreas (Prepared for physicians). National Cystic 
Fibrosis Research Foundation, Phila. 1958. 
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wasn't anything they could do for him, we couldn't see sending 1 
him to the hospital ~o be an experimental case. The one com-
forting thing we have is that the pediatrician told us after 
Doug las died that it was best this way." 
ncystic fibrosis has to come from both sides of the 
family doesn't it? I have been thinking about this. On my 
husband's side of the family there is diabetes and my husband 
has liver trouble and cannot eat fatty things. I have won-
dered if his pancreas is affected. He had tests done and 
they were negative. He had whooping cough when he was six 
months old which retarded his growth. I had several aunts who 
died of consumption. I don't know if the lung and pancreas 
weaknesses in our families are responsible for our children 
having cystic fibrosis or not.n 
- 64 -
Family C 
Family C has two children, a g irl and a boy whose ages 
are eleven and ten respectively. Both of the children have 
cystic fibrosis. (The daughter died during the study between 
the two interviews.) 
Both of the children were diagnosed at birth with 
celiac's desease. Betty was small and had been obviously ill 
since birth. Arthur was normal at birth, but failed to grow 
a dequately for his age. "We finally changed doctors when they 1 
didn't improve. The new doctor said that they had cystic 
fibrosis. At this time the children were two and t hree years 
old." 
11 Betty is going to the hospital next week. Her lungs 
are full of fluid. Her temperature has been elevated the last 
two days, and the doctor said she must get over that before she 
can go to the hospital. We like our doctor but can he ever 
scold if we don't do what he has ordered. I try to listen to 
him, because I sure don't like to be scolded. If the children 
catch a cold, he will ask if we did everything he has told us 
to do for them." 
They are both on a hi gh protein, low fat diet. "We 
buy them forty pounds of bananas a week. Our butcher saves the 
eyes of the steaks for us. It takes about 28 steaks a week to 1 
feed them. The meat has to be without fat, you know, and I 
prepare it by broiling . I find it is easier to prepare two 
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menus for each meal. We have to keep the children on this 
strict diet because if we don't t~9 ir stools become hard and 
their rectums pass outside their bodies. Also if we allow 
them to eat what they want, their stomachs be come dis tended." 
,,-They ar~ both on four capsules of antibiotics a day. 
They are on Viokase, a .pancreatic enzyme. Betty is nebulized 
with alevaire and penicillin three times a day. 11 
Maybe you have . some questions ••..• We are quite 
full about cystic fibrosis and can talk a lot about it.'' 
"The emotional strain is terrific. It. is always 
hanging over us. We never know when something will happen or 
when it will be the last time. It is a constant emotional 
strain on us. My wife awakens every morning with a headache. 
I know it is just caused from worry. Then there is the 
physical strain, too. I get up many times during the night 
to make sure that there aren 1 t any drafts and to see that they 
are alright when they cough. I find I have no free time to 
myself until I prepare the n:e als and the treatments." 
"Another problem we have is financial. The meat we 
bought for the children alone in 1957 amounted to $ 936.00. 
The antibiotics for both of them costs $12.00 every three days. 
Besides there are other medications to buy like alevaire and 
Viokase. We are thankful for what we have, but it is a pull 
to keep going . Our doctor is interested in starting a clinic 
for fibrocystic children in the Hospital. 
-- - "- =---==----
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He has helped us with some of our bills and has given us free 
vitamins. There are other people in tl'lis area who could use 
such help.n 
11 Betty likes to read. She reads any book she can get 
her hands on. She wrote an essay for a contest and won a set 
of encyclopedias." 
"Thanks so much for coming to see us. Come or write 
whenever it is convenient for you. We are always at home." 
Mr. Smith said at the beginning of the second inter-
view, ''Well, we've lost our daughter. The doctor told us that 
she had fungus in her lungs and her heart couldn't take the 
strain any longer." 
"The nurses in the hospital didn't seem to know much 
about cystic fibrosis. They didn't understand that these 
children need more than three meals a day and didn't provide 
extra milk and feedings for Betty. They were interested in 
learning , however, and were very helpful in providing things 
which she needed when they understood the situation. I don't 
' know whose fault this was, but one day she got ground liver 
for all three meals." 
Mrs. Smith said, ni stayed with her in the hospital to 
see that she got what she needed. The nurses were very help-
II ful when I asked for things. 
''We didn't realize that she was so bad. She seemed to 
have stayed the same for the last several years. 11 Mr. Smith 
•I 
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said, nwhile she was in the hospital the doctor said to me 
that the heart can only stand so much. I think he was trying 
to prepare us :for the end, but I didn't understand it then." 
Mrs. Smith said, nThe night be :fore she died she couldn't 
sleep. She said, 'I'm so afraid', but she couldn't tell me of I 
what she was afraid. She talked to her :father on the telephone 
that morning and told him to bring her some apple sauce. She 
was hungry for it, but she never got to eat any of it." 
After the funeral Mrs. Smith was hospitalized :for 
several days because of shock. While Betty was in the hos-
pital, Mr. Smith developed what he thought was a pimple on his 
forearm. It didn't go away so he went to the doctor. The 
doctor removed a 11 large growth" :from his arm which Mr. Smith 
said was cancer. 
Arthur brought his model airplares and submarines :for 
me to see at this point in the interview. He listened to part 
of the conversation and then burst into tears. His mother 
comforted him and then took him in the other room to watch 
television. 
"Arthur doesn't talk about Betty dying. Occasionally 
he just starts crying." 
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Family D 
Edward and Kay are six and three years old respectively. 
They are the only children of Mr. and Mrs. Bond. 
"Both of our children have cystic fibrosis. Our son 
never gained very much weight. He was troubled with constipa-
tion from birth and had a distended abdomen. This required 
hospitalization. After he was hospitalized it took two days 
to get his bowels functioning properly." 
"After Edward was several months old we changed doctors 
because our doctor didn't seem to know what to do for him." 
"Edward had pneumonia and developed a cough during his 
first year of life. The doctor said that he had cystic fibrosis 
when he was nine months old." 
"Now Kay never looked like she had it. She has always 
looked good and is plump. Her first symptom was a cough. The 
doctor admitted her to the hospital for diagnostic studies when 
she was two months old. She went to the hospital well and came 
home with a severe cold which required hospitalization later. 
She was diagnosed with cystic fibrosis when she was two years 
old." 
"We keep them both on a strict high protein, low fat 
and starch diet. They are unable to tolerate food like bread, 
crackers and cake. We g ive them things like meat without any 
fat, skim milk and banana flakes. It is difficult to pack school 
lunches for Edward." 
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"We use antibiotics as we see the need for them. 
When they seem to be developing a cold we give them antibiotics 
regularly. They are on Tetrab on and we buy it by the pint. 
It costs us ~22.e0. We give them Viokr:3.se with each meal which 
cost $ 17.75 per thousand. We use at least 5,000 per year. 
The best investment we made was the nebulizer. I don't know 
how we would get along without it now. It seems to help the 
children cough up t he secretions. The children seem to have 
the most difficult time during the cold, windy months. Edward 
had pneumonia for several years either in March or April. The 
cold, windy weather is worse than damp days. We don't g o away 
much with our children. We are content to stay at home and 
keep them inside when the weather is bad. 11 
"Edward knows he has cystic fibrosis, but he is not 
aware of t re seriousness of i .rt. Mrs. Bond said, "The last 
time he was hospitalized, the doctaT told us we would not take 
him home again. I stayed with him in the hospital." 
''Since that illness he seems to be getting along quite 
well. We are learning by experience what is the best treat-
1 ment for the situation." 
11 Financially it is pretty rough. I get hospitalization I 
through my work, but it doesn 1 t cover near all the expenses. 
Wish we would hav.e taken out insurance policies on both of 
them before they became ten days old. Now we can't take out 
a policy for them because they have a congenital disease. We 
both work because the wages are so poor around here." (Mr. 
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Bond works days and Mrs. Bond works nights.) 
"We don't take the children out much as I told you 
before. Occasionally we take the children over to the grand-
parents if we are going away to a wedding . It is hard to get 
the grandparents to understand the situation. Even if we take 
food a long, which they are to eat while we are away, the grand-
parents will g ive them other things too. It seems as if they 
are saying, since you aren't here we will g ive the children 
what we thiru{ they should eat. The truth comes out when the 
children are awake all night with a stomach ache. 11 
nwe have found the chapter meetings to be a big help 
since we could share common concerns and interests with parents 
who understand what we are saying . It is like speaking a 
foreign language to other people. They just don't understand. 
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Family E 
Mr. and Mrs. Herr have four girls and two boys. Anna 
who is five years old has cystic fibrosis. She is tre fifth 
child. 
Mrs. Herr said, "Anna was diagnosed at eight months of 
a ge with cystic fibrosis. She never gained much weight and 
vomited after most of her feedings. She would bring up a lot 
of mucus with the milk. Also she has a ruptured navel. Since 
she wasn't doing very well we decided to go to a pediatrician. 
He told us she had celiac's disease and .he put her on a low 
fat, hi g h protein diet." 
"When I was comparing notes with our friends who have 
a child with cystic fibrosis, I began to wonder if Anna didn't 
have cystic fibrosis too. I asked the doctor the next time 
if she had cystic fibrosis. He said, 1 0h yes, she does.' 
Then I said, 1Do you think we will be able to raise her?' 
He said he doubted if we could, but that she has a mild case. 11 1 
"She is now on achromycin two times daily, vitamins, 
pancreatic enzymes and t h e low fat diet. She is now able to 
tolerate everything but cheese and corn. Of course she can't 
eat fatty foods.u 
11 0ur third child, our first son, died at six months 
from pneumonia. He took whooping cough and had a residual 
cough. Knowing the symptoms of cystic fibrosis, I am sure 
that he had cystic fibrosis too." 
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"One of our problems is how to handle her. We are 
afraid she will be spoiled. She knows and loves attention al-
ready. She is more nervous and figgity than the other chil-
dren. If we cross her in any way, she becomes irritated and 
1 erie s which starts her to cough. It takes a lot of patience. 
It is hard to know what to do and how to handle these situa-
1 tions. Some of the other children feel that we are pampering 
her. We want to do everything for her we can, because we 
don't know how long we will have her. We would feel badly if 
we hadn't done everything we could for her." 
"I have found it helps her sometimes to bring the 
1 mucus up if I hold her head lower than her feet.n 
"Another problem we have is that we can r t take her 
out in crowds. We took her to the Christmas program at school 
and she was exposed to measles. She got a gamma globulin shot 
but still developed the measles. She hasn't been the same 
since then. She has spent most of the winter in bed. 11 
"The antibiotics and vitamins run into a lot of money. 
The pediatrician told us to ask for a discount at this parti-
cular drug store. Several times I did. Both times the clerk 
called across the store to the manager asking if it was al-
right to give me a discount. I was embarrassed. Rather than 
g o through that again I just pay the full price. We don't 
have hospitalization. My husband doesn't get it through his 
employment." 
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11 I enjoyed the chapter meetings. It was a good time 
to exchange ideas and hear about other parents' problems which 
were the same as ours. u 
It I don It know if I have been of any help to you in 
your study. Please stop to see us again." 
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Family F 
Dean and Bill are the second and third sons of Mr. 
and Mrs. Jones. Dean is four years old and has a severe case 
of cystic fibrosis. Bill is three years old and has a mild 
case of cystic fibrosis. Mr. and Mrs. Jones have an older 
son and a younger daughter who are apparently free of cystic 
fibrosis. 
"Dean has had symptoms since he was born. He would 
cough and sometimes he would cough until he would vomit. He 
was hospitalized as a baby for diagnostic studies. At this 
time the doctor said he thought Dean had pancreatic insuf-
ficiency. I had never heard of it and he seemed a little 
irritated at me because I was a nurse and didn't understand 
what it was." 
He was definitely diagnosed as a fibrocystic child at 
three years of age. When he was going to be hospitalized, he 
was all excited about it. "To our great disappointment he was 
given a very cool reception by as tudent nurse. She didn't 
talk to him, but picked him up and placed him on his bed and 
began to undress him. A year later he was hospitalized in a 
different hospital. He was happy here until he was isolated 
in a room at the end of the hall away from everyone because 
they found staphlococci in his sputum. I stayed with him in 
the afternoons until his bedtime. I would put him to sleep 
and then leave. He was so unhappy there that we decided to 
fl 
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bring him home and buy a nebulizer, since that was the only 
special treatment he was receiving in the hospital." 
"He has needed time to be come readjusted to the home 
situation after his last two hospitalizations. 11 
Bill's symptoms were slower in showing up. He had 
loose stools and frequent colds. He was hospitalized for 
diagnostic studies and was diagnosed with cystic fibrosis at 
two years old. 
Bill and Dean are both on Vliokase and a low fat diet. 
Dean is also on daily antibiotics and nebulizing. 
· Mr. Jones said, nour problem is in knowing how to 
keep from spoiling the children with cystic fibrosis, because 
they get this extra attention which is necessary in giving 
them their treatments. And then how do you help the other 
children to accept the special attention given to the fibre-
cystic children without feeling neglected?" 
Mrs. Jones said, 11 Tonight before you cane Dean said, 
'She's coming to see me, because I have C.F., isn't she?' 
It really is a problem to know what to do at times. The other 
children want me to nebulize them too after I finish with Dean, ' 
or sometimes they say, 1 I wish I had C.F. too,' when they 
don't want to do some thing. 11 
"The emotional factors are many and it would take books 
and books to describe them. 11 
"It is absolutely essential that someone is with the 
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young child when he coughs to help him clear away the mucus . 
Nurses should be aware of this especially with the infant and 
child in the hospital." 
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Family G 
Mr. and Mrs. Hunt lost their second daughter with 
cystic fibrosis five years ago. She was five years old when 
s h e died. Their other daughter is twenty years old and is 
living a r:rl we 11. 
11 Our daughter had the following symptoms. She had 
loose stools from birth, diCln't g ain weight and then she 
developed pneumonia. When the pediatrician examined her, h e 
said she h ad a e .F. cry. 11 
"The doctor told us that Mary had cystic fibrosis and 
t h at youngste rs with this do not outgrow it and she vnll be 
small. I wante d to lm.ow how small, but I was unable to ask 
h i m t h is quest i on." 
Mary was in the hospital two times. Mrs. Jones said, 
"The one hos p ital was geared for ch ildren and she received 
plenty of love and atten tion. The other hospital was not 
geared for children and she lost weight while she was there. 11 
"We had no hospitalization at that time so we used up 
our saving s to pay the medical expenses. We were glad to do 
it, but it is a financial strain.n 
11
'rl'1ere are many pressures and concerns when you have a I 
child with cystic fibrosis and it is easy to have a pessimistic 
attitude. This casts a dark shadow over the home which cannot 
help but get across to the child as much as you try to hide it. ~' 
"I am g lad to hear they have taken the statement about 
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cystic fibrosis being a fatal disease out of the National 
Cystic Fibrosis Research Foundation's pamphlets. If parents 
are told it is a fatal disease, they cannot help but be 
pessimistic." 
"I don't remember much about my contact with the 
nurses. Some were considerate and some not so considerate. 
I feel it is important that all nurses realize that the 
parents love their child with cystic fibrosis and also that 
they becorre aware of tre problems encountered by the parents. 11 
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Family H 
Jerry is eight years old and has a mild case of cystic I 
fibrosis. Mr. and Mrs. King have two other sons who are seven-
teen and three years old. The three year old son had a twin 
sister who died of cystic fibrosis at nine weeks old. Their 
second son had cystic fibrosis and died at four years of age. 
Jerry is considered to have a mild case of cystic 
fibrosis. He only had one symptom which was a cough. He also 
ran high fevers until he had a tonsillectomy. He is on pan- 11 
: 
1 creatic enzymes, low fat, high protein diet, and antibiotics. 
11We give him whatever antibiotics we can afford .at the time. 
He can only go without antibiotics for three days; then he 
begins to cough. I use the nebulizer on him whenever he needs 
it.tt 
"This last month we spent $ 60.00 for medications. We 
had to decide be tween buying rr.e dica tions or using the money 
for Christmas. 11 
"We lost two of our children with cystic fibrosis. 
Edgar, our second son, was diagnosed with celiac disease and 
cystic fibrosis at ten months old. He spent most of his life 
in the hospital. He was in the hospital for four months at 
one time. I became jealous of the nurses taking care of him. 
He became so attached to them. Margaret was the twin. When 
I got her home from the hospital, she developed pneumonia and 
didn't gain any weight. She lived for nine weeks. 11 
II 
I' 
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ni had a nervous breakdown and was in bed for four 
months. It is awful to get so worked up over something you 
don't have any control over, isn't it? I got sick at one of 
the chapter meetings, maybe you heard about it. I don't know 
what you think of chiropractors but with four of his treat-
ments I was able to eat again. I had an upset stomach during 
my nervous breakdown. I also heard that a chiropractor helped , 
1 a child who had a mild case of cystic fibrosis." 
11 I am feeling fine and have gaired twelve pounds. 
It is my husband who is minding the strain now. We bought 
this house unfinished. He feels that the other fellows his 
a g e have more to show for all their work than he does. 11 
"It's not that we want to get ahead as much as being 
able to buy things like new winter coats, replace a worn rug, 
paint a room, fix teeth, etc. 11 
nit was difficult to go away because the cost of the 
baby sitter plus the entertainment was prohibitive. Now that 
our oldest son is seventeen he can baby sit for us once in a 
while. It is g ood to g et out so we can come home with a new 
outlook on the situation. 
APPENDIX B 
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APPENDIX B 
Sample of the Follow Up Letter 
Dear Mr. and Mrs. 
Do I need to introduce myself again? 
I want to say thank you for your help in my study, and 
I trust you will bear with me in this request. 
The purpose of the two interviews was to gain an under-
standing of your problems as parents with fibrocystic children. 
I am in the process of writing a description of these problems 
for nurses. In an attempt to make this study accurate, I am 
, enclosing the pr'Oblems which I felt you expressed in the two 
interviews. Would you please read the enclosed sheet and 
answer the following questions. 
Have I represented you correctly? 
Are there other problems which I have not mentioned? 
If so would you please add your suggestions arid make the cor-
,, 
rections which are necessary. 
I 
Return the problems with your corrections and additions 1 
in the enclosed envelope by October 28, 1959. The problems you 
return will be included in the written thesis. You may be in- I 
I 
terested in knowing that your names will not be included and 
the location of the study will be identified as X c~unty in the 
State of Pennsylvania. In this way your identity will be 
withheld. 
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I have appreciated your interest and cooperation in 
making this study possible. Your willingness to share your 
1 problems has helped me to gain a fuller understanding of cystic t 
fibrosis and its meaning to parents. It is my sincere hope 
that many more nurses will be made aware of these problems 
which you have shared with me by means of the thesis. 
Very truly yours, 
APPENDIX C 
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APPENDIX C 
Comments From. the Follow Up Letters 
Family ! 
11We and I suppose other parents must try the same 
a pproach, try to mentally and outwardly suppress thoughts 
and emotions concerning Linda--only going thru the motions 
of g iving of pills, drugs, special food, etc., without 
trying to dwell too much on the 'why' either inwardly or 
outwardly--as at C.F. meetings which you were fortunate or 
unfortunate enough to attend--rubs emotions raw1 
"Sometimes, as in the case of the H family, the 
strain is more than some can bear with nervous and mental 
breakdowns. Mary and I always felt like we had been thru 
the 'meat grinder' after a C.F. meeting--because after 
looking and thinking and feeling C.F. for 24 hours a day, 
7 days a week, etc., it is a wearing experience to spend 
2-3-4 hours of concentrated C.F. at a meeting. 
11 Personality conflicts, arguments over programs, 
1 meeting places, etc., were just surface evidences of every-
ore experiencing the 'meat grinder' feeling at the meetings. 
This is unfortunate, but true. It points the need for ob-
jective, non-involved people to help C.F. on all fronts, 
because it's more than most C.F. parents can handle to 
" plead or work tre cause without letting their emotions over-
come them. I, for one, cannot." 
Family B 
"The problems you 1 ve lis ted represent the main ones. 
Of course as you might suppose--should one have any more 
children still remains a big problem to parents. 
"I might suggest Debra didn't receive pancreatic 
enzymes. The powder wasn't available. We tried large co.a ted 
tablets, but were unsuccessful in using them for any length 
of time. 
nif we can be of any other help to you please contact 
us further." 
I! 
i 
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Family C 
"It is gratifying to know that people like yourself 
are taking so much interest in cystic fibrosis. 
"I am sure the knowledge you gain of this disease, 
if taught to nurses will help greatly in the care of these 
children when they enter a hospital. 
"Little is known today of the diet and care they 
require, but in your position you can help greatly to solve 
this problem. 
"One more problem to add is --these children cannot 11 
play excessively in summer for they lose all the salt in f 
their bodies and dehydrate. n 
Family D 
"Don't always have the money for the medications 
at the time the medication is needed. 11 
Family E 
I 
"Yes, you have most everything right with the exception 
of her diet. She can eat lots more than she could when first 
diagnosed. But cheese and corn seem to be the worst I think 
to make diarrhea. Since I have put her corn through a colan- I 
der, it seems to help her a lot. She likes corn very much · 
when she gets it, but there are lots of things such as butter, 
cream, chocolate, potato chips, ice cream, or fried foods 
which cause her diarrhea. When she happens to eat something 
in that line, then she gets very little nourishment for her 
body. I try to give her things as near as I can that are good 
for her, but being in a family, she sometimes gets herself 
things she should not have. She g ets hungry for things like 
that too, I gue s s. 
'tLast week I had her in with Dr. • She weighed 
33% pounds. He said he is well pleased with her. She coughed 
more this summer than other summers. I don't know if it was 
the weather, or if it was the results from the measles she 
had last January. He took x-rays, but I have not heard how 
they were. 
nyes, from what I have learned from Anna, I feel sure 
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our little boy h ad cystic fibrosis. 
"On your sheet I have ch a nge d what was wrong. I 
sure think you must have a good memory. We sure appreciate 
your interest in c ystic fibrosis and wish you lots of suc-
cess in your work." 
Fami.!L_£:_ 
"Jeffrey h as always coughed so much and coughed 
until he -vomited. As a baby this involved much extra 
laun~ry and the unpleasant 'clean-up' job. He is and always 
has been a poor eater. If we try to get him to eat some-
thing he doesn't want or doesn't like he very easily vomits. 
Is this a weapon to get his way?tt 
nsince the crying arrl. coug hing reflexes are also 
closely associated he always ends coughing When he cries. 
He has found great comfort from his 'little blanket•--a 
small piece of outing with binding --and his thumb. If he 
is unhappy and can't find his blanket--he cries, coughs 
and possibly vomits. It seems easier to run than to clean 
up the mess, but both are hard on the parents' 'nerves'." 
"He has always gotten awake coughing hard during 
the night. This would probably average out to 3 or 4 times 
a night yet, it was more in the past. This is not only hard 
on the parents, but must be terrible for him1 11 
"There is always the problem of the public's reaction. 
What is the best attitude to take if you go shopping for in-
stance and he coughs. The sales clerk says, 'Does he have 
whooping cough?' or 1Wnat a cold you have there boyl' I 
feel that our attitude in handling these situations now will 
affect his attitude as he gets older. But we don't want to 
s h elter him unnecessarily. We've found he is much happier 
going to kinder-garten and having those interests than when 
he is home and miserable with his misery. 11 
"These are some of the things we have thought about. 
It is hard to put them down--some day s it seems it is only 
problems 111 
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Family G 
''Happy to hear from you again, and of your continued 
endeavor in instruction of the care and treatment of the 
fibrocystic. 
11 Your especial interest in the aspects of therapy 
other than medical must warm the hearts of parents who are 
confronted wi t t1 the tragedy of caring for an incurable 
little one. The reassurance fostered by you and your stu-
dents toward the patients and parents, that you do care and 
want to understand problems that are peculiar to the C. F. 
victim, cannot help but promote a strong cooperative bond 
between nurse-care and family. 
"I ·remember we discussed the formidable cost of 
treatment of a cystic fibrosis case, and agreed that it is 
a major cause of strain and added stress for a family of so-
called averag e means to sustain. And stress does involun-
tarily contribute an atmosphere of gloomy apprehension that 
permeates throughout the entire household. The family should 
be forewarned of the inevitable feeling s of anguish and 
hopelessness, thus necessarily preparing to maintain an aura 
of happiness, shielding the loved one from visible signs of 
despair. 
"Parents should be shown tactfully, by the nurses' 
example, how the patient responds favorably to compassion, 
love and a sincere regard for their well being; disfavorably 
to indifference, too much concentration on the disease it-
self, and the routine abnormally pitched to the affected 
member of the family, as this tends to bring in to sharp 
focus an unnatural way of daily living. Most families in-
stinctively realize this, but some, especially the younger 
parents must learn by _trial and error and regret later at 
having learned too late. 
nThese already well-recognized suggestions are 
potential helps in averting some of the problems that arise 
in C.F. care. But one of the perplexing difficulties is 
avoidance of monotony with a patient that may not expend 
energy too actively. There, perhaps a fraternal or civic 
organization could develop an agency in local libraries and 
such, to loan g ames, records and activity magazines, etc., on 
a library circulation basis. These items could be donated 
by parents and other interested in the project. Attuned to 
the needs of a quiet child these articles would be relished 
and the monotony alleviated, with recreational cost decreased. 
"Hope I have been of some little help. Want to wish 
the best of success in your work with cystic fibrosis.n 
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Family H 
"Jerry had a good summer and fall. We don't 
nebulize too much when he goes to school--just if he has 
a cold ~ other illness arises. He is on 250 mg. of anti-
biotics a day. He has his diptheria--whooping cough--tetanus 
shots and I think that improved his condition. He's doing 
so well in school. He's learning not to go out bad days and 
learning to judge what is right for him as far as school 
activities. He has such a bright mind and is so anxious to 
learn everything. 
"Edgar was diagnosed as celiac and fibrocystic at 
the same time--10 months. 
"We were so very much in debt because the twins 
cost us over $ 795.00 and our hospitalization paid only $ 100. 
Our hospitalization now covers everything fully. Also I 
now have a part-time office job and do s_ewing and ironing 
to supplement the income. By gettin~ the antibiotics through 
Interstate Wholesale drugs, we save :jji 30.00 per 100. We 
are now ahead financially." 
